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ABSTRACT 



This monograph reviews the research in linkages between 
schools and families of children with disabilities. An introductory section 
offers vignettes showing a typical school/home relationship of a family with 
a Down syndrome child in either 1958, 1978, or 1998. Part 1 considers what 
research has found about family functioning in terms of the adaptive family 
(models of stress and coping) , the evolving family (models of family life 
course development) , and the active family (the importance of routine 
activities for understanding family perspectives) . Key research findings on 
family adaptation to raising a child with a developmental disability are 
summarized. Part 2 offers principles of collaboration between families and 
educators, including: (1) family- school collaboration is not consent, 

co-optation, or collusion; and (2) family-school collaboration should be 
characterized by access and affirmation. Part 3 offers two examples of 
activity-based linkages between schools and families: first, an assessment 
inventory to expand and adapt elementary and secondary curriculum; and, 
second, family-centered assessment in early childhood. Part 4 identifies some 
issues in family school linkages, such as the need for family narratives, 
cross cultural competence and family diversity, and inclusive education. 
(Contains 71 references.) (DB) 
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Imagine Eric for a moment. He is 8 years old. He has a 
bright smile, an active curiosity, and often finds it hard to sit 
still for long. He sometimes has trouble following directions 
and is beginning to "throw temper tantrums," according to 
his parents. Oh yes, Eric has Down syndrome. Now, imagine 
Eric in three different years, 1958, 1978, and 1998. It is startling 
how different Eric's world would probably look across these 
three generations. 

In 1958, one can imagine Eric's parents facing the daunting task of 
finding an educational program of any kind for Eric and other 
"Mongoloid" children. Like many families in this era, Eric's 
parents are often encouraged, even pressured, to institutionalize 
Eric. They are warned of the dangers that Eric poses to the healthy 
development of his brothers and sisters and are offered psychologi- 
cal counseling to cope with their tragedy. To start the town's first 
early intervention program in the basement of the local church, 
Eric's parents must go door-to-door to find other families with 
similarly disabled children. The school system (and every other 
bureaucracy) either does not know who these families are or simply 
refuses to give out the names. Some schools have "ungraded 
classes," but the children in those classrooms are labeled " educably 
mentally retarded." Eric's level of disability is thought to be much 
more severe. He falls into the range of " trainable mental retarda- 
tion," and the local system does not serve these children. The 
implication is that any instruction or learning with Eric is not 
viewed as "education." 

Move to 1978. Things look very different for Eric. He still has the 
bright smile and other traits, but his parents hear the term "mon- 
golism" less and less often. Since 1975, a federal law has mandated 
a free appropriate public education for Eric and all other children. 
Eric now attends a self-contained class in an elementary school. 
Rather than run their own program in a church basement, Eric's 
parents are part of a planning team that includes a variety of special 
educators and therapists, as well as a director of special education. 
Eric has an Individualized Education Plan (IEP) that specifies his 
educational deficits and the accompanying goals for the year. The 
plan is long, with at least one page for each of the specialists and 
therapists who work with Eric. Eric's parents are asked to partici- 
pate in a "parent training" program to teach them the basics of 
"behavior modification" to help them consistently carry over the 
instruction that Eric receives at his school. Each of the therapists 
shares a home program with the family, along with data sheets for 
the parents to keep and turn in weekly to track Eric's performance. 
Eric's school is located in a nearby city, not his hometown, and he 
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rides the "short bus" to school with the other "handicapped" 
children. He arrives at school later than the nondisabled students 
and enters his "basic skills class" by a different door. 

It is 1998. How has the picture changed for Eric? Let's imagine with 
realistic optimism. Eric's smile seems brighter than ever. He attends 
school a few blocks from home with other children from his neigh- 
borhood. Eric's parents have worked closely with the school princi- 
pal and classroom teachers to arrange a system of supports and 
educational strategies whereby Eric spends most of his day in the 
classroom that Ms. Johnson and Mr. Howard team teach. His 
parents both work, but the school finds ways to connect with them 
and other families in the community. The parents still participate in 
a planning team, and Eric still has an individualized education 
plan, but the IEP considers his strengths as well as his areas for 
improvement. Eric's parents have regular, informal conversations 
with his teachers, and his mother has been asked to participate on the 
school's "site council." Everyone at school seems to have high 
expectations for the diverse group of students that attend, including 
Eric. The teachers have talked with Eric's parents to find out what 
kinds of activities they do as a family and what skills might help Eric 
participate more fully. Eric has an official label as cognitively 
disabled, but most often the teachers and principal speak of him as 
just one of their students. Eric's class is now called "third grade." 

Why do we create three vignettes about Eric? Certainly, we 
hope the stories will remind us of how much the standards of 
policy and practice in special education have changed over 
the last forty years. Yet, it is probably safe to assume that most 
educators, either in special or general education, do not need 
much reminder. Since the advent of federal legislation in 1 975 
(now called the Individuals with Disabilities Education Act 
or IDEA) mandating public school services for all children 
with disabilities, regardless of type or severity, special educa- 
tion for students with disabilities has often seemed to teach- 
ers and administrators to be a process of constant change and 
expanding commitments. Society in general, and especially 
the school community, thinks very differently about disabili- 
ties than ten or fifteen years ago, much less thirty or forty 
years ago. Even skeptics about inclusive education practices 
usually admit that our schools and communities could, with 
appropriate supports, successfully integrate many more stu- 
dents than considered possible a few decades ago. 

These stories not only remind us of how Eric's education has 
changed, but also indicate how the involvement of Eric's 
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family with his school has evolved. Eric represents hundreds 
of stories that parents in Oregon and elsewhere have told us 
over the years about their interactions with school profes- 
sionals. It is our experience that educators are less familiar 
than families with the tremendous change in building effec- 
tive school linkages with families of children with disabili- . 
ties. 

According to the latest figures available (U.S. Department of 
Education, 1997), approximately five million students be- 
tween t he ages of six and twenty-one, or roughly ten percent 
of the public school population, now receive special educa- 
tion services in our nation's public schools. When children 
from three and six years of age who receive services through 
the special education system are included, the number climbs 
another 500,000. Most of the children live at home with a 
parent or other relative who functions as the primary caregiver. 
That means that schools are required to make a good-faith 
effort to include from five to ten million parents in specific 
ways in educational programs individually planned for their 
sons and daughters. The good news is that in many cases this 
involvement happens every school day with a level of success 
that is the envy of many parents whose children do not have 
disabilities. The bad news is that in many other cases, parent 
involvement either settles into pro forma rituals with the 
minimum number of interactions mandated by law or is 
reduced to adversarial exercises in ineffective communica- 
tion. 

We want to look at both good news and bad and at the 
foundations available to build on the good. In the following 
pages, we look at the families of "Erics" of all ages. First we 
describe how recent research has fundamentally shifted our 
understanding of Eric's family. Next, we describe the prin- 
ciples of. family-school collaboration that emerge from this 
research and give two examples to illustrate practical appli- 
cations of these principles. Finally, we identify some impor- 
tant issues and unmet challenges that remain in our efforts to 
strengthen the linkage between home and school. 

Part I: The Emergence of the Adaptational 
Context 1 

As the vignettes about Eric illustrate, interactions between 
home and school always occur within a social and historical 
context. The linkages that educators try to establish with 
families inevitably reflect assumptions about the nature of 
family life itself. These assumptions, in turn, are at least 
partially shaped by what the research says about how fami- 
lies function. 



Research on families of children with disabilities does not 
escape this context of assumptions and perspectives specific 
to a given time and place. It should come as no surprise, then, 
that the implicit and explicit assumptions that have guided 
family research in the past primarily reflect the social and 
historical context within which that research was conducted. 
This is not surprising unless one assumes that the influence of 
cultural values and social policy somehow stops at the door 
of the diagnostic lab. Over the last ten years, family research- 
ers have increasingly come to assume that it is not a specific 
set of parental reactions to disability that are inevitable, but 
the influence of social contexts in shaping those reactions 
(Ferguson & Ferguson, 1987; Gartner, Lipsky & Turnbull, 
1991; Moroney, 1986; Turnbull & Summers, 1987; Turnbull & 
Turnbull; 1990). 

Of course, social and historical forces continue to influence 
the questions that family researchers are asking today. As the 
stories of Eric illustrate, we have seen over four decades 
dramatic evolution in both policy and practice of our atti- 
tudes and support for individuals with disabilities and their 
families. The emergence of the disability rights movement 
finds its legal reflection in legislation from Section 504 of the 
V ocational Rehabilitation Act to the Americans with Disabili- 
ties Act. The growth of inclusive education for children with 
disabilities in our nation's schools is traceable through the 
elaboration of legal concepts such as "least restrictive envi- 
ronment" and "zero rejection" found in The Education of All 
Handicapped Children Act and its extension to early child- 
hood in PL 99-457 (both now encompassed in The Individuals 
with Disabilities Education Act). Early intervention pro- 
grams, based in the public school system in many states, now 
extend dowm to the youngest infants. A majority of students 
with disabilities now spend most of their day in general 
education classrooms (US Department of Education, 1997). 
Finally, it has been demonstrated by both educational and 
human service policy initiatives that people with even the 
most significant and multiple disabilities can be supported as 
active members of school and community, productively par- 
ticipating in the daily life of their society. Medicaid waivers 
have been extended in most states, allowing more and more 
children with multiple disabilities and chronic health condi- 
tions to stay at home with their families rather than be 
institutionalized. 

We mention these developments for a reason, as they are part 
of the context that both generates and reflects the questions 
that today's researchers try to answer about families and 
disability. One of the most prominent of these researchers, 
Marty Krauss of Brandeis University, has summarized the 
implications well: 



An expanded and somewhat altered versin of the material in sectionappears in Dunst, Ferguson , Harry, & Singer, 1998 . 
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For decades . researchers examining families of children 
with disabilities explicitly assumed a high degree of 
pathology in family functioning .... These studies may 
have served a useful purpose in focusing attention on 
the enormous difficulties experienced by families who 
received little or no public services to support their 
caregiving efforts. ... However , substantial strides have 
been made in publicly supported early intervention 
- systems , educational inclusion policies , and family 
support programs over the past decade. ... [T]hus, 
studies conducted prior to the early 1980s are based on 
a different cohort of families than those who have par- 
ticipated in research conducted within the context 
current service initiatives. (Krauss, 1993 , p.393) 

Over the last twenty years, the most influential developments 
in research on the effect of a child with a disability upon 
parents and other family members have arisen in three key 
areas. 

• The adaptive family: models of stress and coping (or 
adaptation) 

• The evolving family: models of family life course 
development 

• The active family: the importance of routine activities for 
understanding family perspectives 

Only a summary sketch of these three research themes is 
possible here. However, even a cursory outline reveals the 
important changes that recent research and social context 
have made to interpret the meaning of disability in people's 
lives. 

The Adaptive Family 

Within the broad field of social psychology, research has 
centered on developing a theoretical representation of how 
families adapt to the potentially stressful situation of having 
a child with a disability. With this focus, researchers have 
steadily refined and elaborated the classic "ABCX model" 
originally developed by Reuben Hill (1 949, 1 958). Essentially, 
this model describes "family crisis" (X) as an interactive 
outcome of three factors: A, an initial "stressor event;" B, a 
family's resources for dealing with crises; and C, how the 
family defines the stressor (Behr, Murphy, & Summers, 1992; 
Patterson, 1993; Singer & Irvin, 1989). 

Recent versions of the original ABCX model of family adap- 
tation to stress have emphasized the distinction between 
internal and external resources available to families. For 
example, availability of effective family support programs 
makes a significant difference in how well a family copes with 
the financial stress sometimes associated with having a child 
with a disability (Singer & Irvin, 1989). However, even the 
distinction of external and internal resources is embedded 
within a sodo-historical context of social policy and cultural 
assumptions (see Figure 1), Two additional areas of refine- 
ment in understanding the adaptive family can be identified. 



The Recognition of Resilience 

First, over the last few years, the use of the revised ABCX 
model and other models of family adaptation and resilience 
has allowed researchers to recognize and interpret many 
successful coping strategies and positive adaptations that 
families report (Antonovsky, 1993; Behr & Murphy, 1993; 
Kazak & Marvin, 1984; Summers, Behr, & Trumbull, 1989; 
Trumbull & Trumbull, 1990). The shift in emphasis away from 
solely negative family outcomes is important. Most research- 
ers have abandoned the tally sheet mentality that adds up 
responses to note how bad (or good) it is for families to have 
a child with a disability. The research question is no longer 
one of listing the "unfortunate consequences" of an "unques- 
tioned tragedy." Nor has the old question been replaced by 
one seeking to discover purely positive family responses. 
Instead, most of the more sophisticated research on family 
stress today tries to understand the factors that contribute to 
some families adapting more successfully than others. Fam- 
ily researchers overwhelmingly agree that the adaptational 
profile of families who have children with disabilities basi- 
cally resembles that of families with children without dis- 
abilities (Baxter, Cummins, & Polak, 1995; Knoll, 1 992; Krauss, 
1993; Krauss & Seltzer, 1993; Lie, et al., 1994; Taanila, 
Kokkonen, & Jarvelin, 1996). That is, families of children with 
disabilities, on average, fare no better or worse than families 
in general. Some families flourish; some flounder; most go up 
and down depending on a complex array of personal and 
social factors, many of which have nothing to do with the 
presence of a disability. Again, Krauss (1993) provides a 
summative judgment on the effect of this growing research 
base upon the field: 

There is increasing recognition that many families cope 
effectively and positively with the additional demands 
experienced in parenting a child with a disability . . . 

.The most recent literature suggests that families of 
children with handicaps exhibit variability comparable 
to the general population with respect to important 
outcomes such as parent stress . . ., family functioning . 

. ., and marital satisfaction . . . Thus , although no one 
disputes the highly stressful effects on both mothers 
and fathers of teaming that their child has a disability , 
research is now focused on understanding the factors 
associated ivith the amelioration of the " crisis' * and on 
the similarities and differences between mothers and 
fathers in their perceptions of and responses to the 
experience of parenting a child with special needs. 
(pp.393-394) 

Finding a Pattern 

Second, researchers have made the adaptive model dynamic 
by recognizing that the ABCX cycle of responding to crisis is 
often cyclical and cumulative within a family. How a family 
responds to one stressor will influence how the family re- 
sponds to subsequent stressors (McCubbin & Patterson, 1 982) . 
Moreover, researchers have tried to capture not only the 
importance of a family's initial or "elementary" appraisal of 
the various elements of the "crisis," but also a "secondary" 
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appraisal of their own capacity and resources. That is, the 
model now usually incorporates not only the resources for 
dealing with the crisis, but also how the family appraises its 
resources for dealing with a crisis (Patterson, 1993). What this 
elaborated model allows is a dual focus. Researchers look at 
how families respond differently in terms of their behavior, as 
well as how the cognitive interpretations that families place 
on those behaviors shape their response. 



specifically sought older parents of adults with disabilities 
have opened up fascinating information about why some 
families are more resilient than others, and how extended 
coping with chronic illness or disability affects families over 
time. (One recently published study of parents over and 
under age fifty-five actually found higher levels of adjust- 
ment in the older group, supporting the "adaptational" over 
the "wear and tear" hypothesis; Hayden & Heller, 1997.) 



For example, several interesting studies have compared fami- 
lies of children with Down syndrome to families of children 
with other disabilities or with no disabilities. In one study, 
Cahill and Glidden (1996; see also Van Riper, Ryff, & Pridham, 
1992) matched samples of families of children with Down 
syndrome with families of children with other disabilities 
and found no significant differences in family and parental 
functioning. The authors suggest that this counters a persis- 
tent stereotype that children with Down syndrome are easier 
to raise than children with other disabilities. Not only was 
there'no "adjustment advantage" to rearing a children with 
Down syndrome, but 

the average level of functioning for all families was 
quite good. On most variables , scores were at or near 
norms based on families in general , not those engaged 
in rearing children with developmental disabilities . ... 

Most families who are rearing children with disabilities 
are demonstrating effective coping with this task . (p. 



The Evolving Family 

The adaptive shift from a normative to a situational under- 
standing of response to disability has also allowed recogni- 
tion of where a family is in its own life course. As with much 
of social science research, once a finding is pronounced, it 
seems strikingly obvious: families have a life course of their 
own, in addition to the life course of each family member. 
Researchers have begun to recognize the importance of iden- 
tifying where a family is in its life course. Particularly impor- 
tant in our own era is the question of how a particular family 
may have departed from a specific life-course pattern (e.g., 
grandparents becoming primary caregivers for a grandchild). 
Other questions are equally criticaL How many children are 
in the family? How many are at home? Are both parents alive 
and available to the children? These and other elements of 
family development inevitably shape how family members 
perceive a specific source of potential stress (Fewell & Vadasy, 
1986; Turnbull, Summers, & Brotherson, 1986). 



This emergence of the life-course perspective has supported 
the "discovery" of older parents by researchers and is espe- 
cially relevant for secondary and transition support pro- 
grams for students with disabilities and their families. Until 
recently, almost all research on family response to a child 
with a disability focused on families with young children. 
Studies that followed families across a life span or that 



The Active Family 

A third area of important development in family research has 
been in the elaboration of activity-based approaches to family 
adaptation. Some of the most exciting work here has been the 
study of "ecocultural niches" by Thomas Weisner and Ronald 
Gallimore and colleagues (Gallimore, Coots, Weisner, Gamier 
& Guthrie, 1996; Gallimore, Goldenberg, & Weisner, 1993; 
Gallimore, Weisner, Bemheimer, Guthrie, & Nihira, 1993; 
Gallimore, Weisner, Kaufman, & Bemheimer, 1989; Nihira, 
Weisner & Bemheimer, 1994; Weisner, 1997; Weisner, Beizer 
& Stolze, 1991). This research combines a social ecology 
approach to families that is most familiar, perhaps, in 
Bronfenbrenner's concentric circles (Bronfenbrenner, 1979). 
The circles illustrate the simultaneous influences and inter- 
relatedness of multiple levels of analysis (from "micro" char- 
acteristics of individual families to "macro" features of cul- 
tural mores and social variables). The problem with this 
model was how to use it in practice. If everything is poten- 
tially relevant to understanding how a family functions, then 
where does one begin to focus attention for research or 
intervention? The ecocultural niche approach responds to 
this problem by focusing on family routines and daily activi- 
ties as the crucible within which a multiplicity of influences 
is forged into a family's adaptation to the "hassles" of daily 
life. These family routines or "activity settings" serve as the 
unit of analysis for understanding the social construction 
process that families use to shape the meaning of disability in 
their lives. For families of children with disabilities, the 
critical contexts become those routines that involve parents 
and children together. 

Children's activity settings are the architecture of 
everyday life , not a deliberate curriculum; they are 
homely and familiar parts of a family's day: preparing 
meals, eating dinner , cleaning up, and dozens of mun- 
dane routines in which adult-child interaction is em- 
bedded (Gallimore, Weisner, Kaufman, & Bemheimer, 

1989, p 217). ■ 

It is critical to note that what is important is not so much the 
activity settings themselves, but how a family "constructs" 
those activities or portrays them to others. What type of 
narrative account does a mother offer about a day in the life 
of her family? Within that account - if properly "read" - one 
can find many levels of culture, background, and personal 
values embedded in a mealtime, an outing, a weekend mom- 
. mg> 
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Figure 2. Example of "Typical" Family Life Cycle Time Line 
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A Summary of Findings 

The emergence of these three new interpretations of families 
as active, adaptive and evolving has helped expand and 
deepen our current approach to families of children with 
disabilities. What do we know now about the range of family 
reactions to having a child with a disability? We summarize 
below key points that emerge from a thorough reading of 
recent research on family adaptation to raising a child with a 
developmental disability. 



• A dominant body of research finds aggregate patterns 
of overall adjustment and well-being to be similar 
across groups of families with children with or 
without disabilities. This pattern, however, does show 
some adaptational differences over the family life 
course (from birth of first child to death of last parent). 

• Research recognizes a significant number of parents 
who report numerous benefits and positive outcomes 
associated with raising a child with disabilities. These 
include coping skills (adaptability), family harmony 
(cohesiveness), spiritual growth or shared values, 
shared parenting roles, and communication. 

• Study of the research does not deny that having a child 
with a disability is a stressful event. The research 
continues to examine why some families are more 
resilient than others in adapting to this stress and 
identifies the patterns of adjustment that families 
adopt. 

• Some research suggests that factors such as level of 
disability (e.g., cognitive disability with pervasive 
support needs), or family structure (e.g., single 
parents, family size) may not be as critical as other 
factors (e.g., presence or absence of self-injurious or 
challenging behavior, family income). Differential 
patterns exist along ethnic, religious, and cultural 
lines. 

• Family interpretations of having a child with a 
disability are clearly revealed in family accounts of 
daily routines and activities. 

Part II: Elements of Collaboration between 
Families and Educators 2 



Many families feel that home-school collaboration is more 
familiar as rhetoric than reality, and some educators concur. 
One reason for this inadequacy is that educators and other 
professionals often try to understand relationships with fami- 
lies by imagining the family's experience from a professional 
rather than a family point of view (Ferguson & Ferguson, 
1986). If, however, educators build their understanding of 
family-school collaboration upon some recent family research, 
then guiding principles for genuine partnerships begin to 
emerge. In this section, we will review some of these prin- 
ciples. 



What Family-School Collaboration 
Is Not 

Family-School Collaboration is Not Consent. 

We jokingly deride the practice of convening an IEP meeting 
by handing a parent a completed document. IEP and Indi- 
vidualized Family Service Plan (IFSP) meetings are not the 
only way that professionals seek family ratification and con- 
sent rather than constructive engagement. Much of what 
passes for family involvement in traditional special educa- 
tion is more accurately called "passive ratification." Educa- 
tors approach parents with information already collected, 
decisions already made, and plans ready for signatures. At 
best in such situations, a parent's "involvement" elaborates 
only what professionals have already designed. This ap- 
proach to families suggests that schools fail to appreciate the 
apathy and cynicism they often generate both in families and 
educators. Ratification of plans is not only not collaboration, 
but it kills collaboration. When families repeatedly receive 
the message that nothing they do or say will make any 
difference, they become less and less able to participate in 
true collaboration. 

Family-School Collaboration is Not 
Co-optation. 

As we suggested in the portrayal of Eric in 1978, one approach 
to "working with" families that special education has used in 
the past is to train parents in the role of para-professional 
(Allen & Hudd, 1987; Ferguson & Ferguson, 1987). Some- 
times this role is quite explicit — teaching parents to recon- 
struct family life to approximate as closely as possible the 
structure and techniques of the school program. Many par- 
ents from earlier generations describe how they created mini- 
classrooms and therapy rooms in a comer of the living room 
to replicate the programs, lessons, and exercises that profes- 
sionals suggested as part of the family's routine. Being a 
parent of a child with a disability should not require a 
transformation into being one more (home-based) classroom 
aide. Good collaboration should not be determined by how 
well mothers and fathers behave like educators. 

Family-School Collaboration is Not 
Collusion. 

Collusion can lead to collaboration. Many teachers can empa- 
thize with the feeling of powerlessness and disenfranchise- 
ment that the formal service system imposes on many parents 
of children with disabilities. As a result, it is not surprising 
that some teachers will approach parents as potential surro- 
gate teacher advocates, recruiting them for this or that battle 
over educational policy and school reform. While effective 
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advocacy, this kind of collusion does not usually endure as a 
substitute for true collaboration. Eventually parents must 
shift their energies and resources from what professionals 
have defined as preferred, best, or exemplary to issues that 
emerge from parents' own lives and resources. 

The Purpose of Collaboration Between 
Families and Schools . ■ 

If the purpose of collaboration and strong linkages with 
families is not simply to make parents an extension of profes- 
sionals, then. what purpose can serve the interests of both 
teacher and parent? Families recognize collaboration as a 
means to an end, not an end in itself. For families, it is not so 
much the collaboration that matters, but what the collabora- 
tion produces for their children. In order to be constructive, 
collaboration must have an effect on a student both in the 
classroom and outside the school in the family's "activity 
settings" and in community life. Whatever schools teach, 
students in the end should be participating members of their 
communities, with the social supports necessary for that 
participation. Certainly this participation will look different 
for different students, depending upon their abilities and 
available supports. For families, however, community par- 
ticipation is a useful standard against which to measure any 
particular IEP, IFSP, or other planning tool. Does it make 
sense to a parent that the goals and objectives, the activity, the 
course of study will contribute to the child's current and 
future membership and participation in the life of the family, 
community, and culture? 

Two Features of Family-School 
Collaboration 

Access 

Because we as educators have tended to define parent in- 
volvement from our own perspective, we have shaped our 
access to families more to ourselves than to families. Tradi- 
tional parent involvement activities, for example, occur dur- 
ing meetings or phone calls. With most families, however, 
meetings are rare and unusual events. Families spend time 
figuring things out on the way to and from places, while they 
are fixing dinner, or in brief excerpts from the daily routine. 
Educators are accustomed to "catching" kids in "teachable 
moments," those serendipitous opportunities where teach- 
ing and learning blissfully coincide in an exchange of infor- 
mation and understanding. Yet, educators often structure 
encounters with families with so much formal process and 
schedule that similar exchanges of understanding are 
squelched. Of course, just as with children, accessing parents 
at "reachable moments" suggests that administrators must 
work to afford teachers time and flexibility to create such 
opportunities. 



Access also involves language. Special educators are notori- 
ous users of jargon (e.g., Johnny "perseverates" rather than 
does things over and over). As a consequence, parents struggle 
to translate what they know and experience into terms they 
read on the forms and hear special educators use. Some 
succeed better than others, but in the process, much informa- 
tion and opportunity for collaboration is lost. Better family- 
professional collaboration occurs when parents can partici- 
pate in ways that are natural and familiar to them and are 
compatible with the lives they lead with their children out- 
side of school. Finding ways to improve families' access, to 
collaboration with educators is an important feature of build- 
ing strong linkages. 

Affirmation 

An almost inevitable hierarchy between parents and educa- 
tors exists if the subject matter is education. Even parents who 
, are professionals in another field are "lay persons" when they 
interact with their child's teachers. Unfortunately, a common 
feature of professional experience exacerbates this inequality 
between parents and educators. Parent involvement with 
' schools is primarily through teachers, who often see them- 
selves at the bottom of the educational bureaucracy. The 
resulting shared experience of disenfranchisement and pow- 
erlessness leads too often to an exercise of "professional 
preciousness" (Sarason, 1972). As professionals, Sarason ex- 
plains, we have a tendency to define problems in such a way 
as to require our current skills for solution. Alternative ways 
of understanding a problem or situation, by virtue of being 
nonprofessional, are considered less legitimate. Thus, even 
when parent access to collaboration is constructed in ways 
that seem natural to parent experience and understanding, 
their contributions seem less legitimate, more naive, if con- 
sidered from the distance of professional preciousness. This 
peculiar professional phenomenon is so commonplace that 
we operate as if our conclusions are "truth" rather than 
perspective, or "fact" rather than part opinion. True collabo- 
ration requires professionals to affirm repeatedly, in a variety 
of implicit an explicit ways, that parents' information is 
r valuable and their opinions are important. 

It is difficult to describe just what "collaboration" is or what 
it might mean in various situations and contexts. For many 
families and educators, collaboration is, like other experi- 
ences of practice, easier to recognize when it is happening 
than it is to describe. One thing collaboration does require, 
however, is that all members of the collaborative group enter 
the process of discussion and exchange prepared to change 
their minds. Each member must recognize that his or her own 
understanding, point of view, or interpretation might change 
as a result of listening to others' understandings and interpre- 
tations. Perhaps what is often missing in our collaborations, 
with families is that we either fail to understand this risk or 
are unwilling to take it. It is, after all/not a trivial matter to 
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change one's mind, to have a change of mind. The real work 
of forging strong linkages with families might lie in group 
members collectively articulating their own reflections so as 
to create a new understanding that could not have been 
achieved by members individually. 

Part III: Activity-Based Linkages Between 
Schools and Families 

Given the changes in our understanding of families and their 
relationship to teachers and administrators, what are the 
implications for strengthening the linkages between home 
and school? In this section, we move beyond the usual 
rhetoric about the importance of "parent involvement," to 
describe some specific applications that educational pro- 
grams for various ages might consider. First, we discuss why 
it is useful to move away from the rhetoric of parent involve- 
ment/and then we briefly describe two sets of strategies for 
supporting strong linkages with families: (1) an activity- 
based assessment inventory at the elementary and secondary 
levels to expand and adapt curriculum and (2) an activity- 
based family-centered assessment in early childhood. 

From Parent Involvement to School 
and Family Linkages 

The language of "parent involvement" remains popular in 
schools, and for good reason. How could anyone be against 
it? Yet, a growing number of family support specialists are 
moving away from this terminology because it symbolizes 
limitations of past attempts to bolster relationships between 
home and school. The first and obvious shift is from "parent" 
to "family. " Anyone who has experienced the shifting demo- 
graphics of family composition and structure in the United 
States realizes that just as children in our classrooms are more 
and more diverse, so are their families. For many years, the 
"normative" family — two parents in home, father working 
and mother staying home with two or three children — has 
been the exception rather than the rule. Moreover, the force of 
research into the social ecology and complex adaptations of 
families has helped us realize that we must approach each 
family as an interactive system, not a collection of discrete 
personalities and roles. 

The shift from "involvement" to "linkage" ("partnership" is 
another term that is gaining favor) may not seem so obvious. 
In part the shift is symbolic. Parent involvement programs in 
both substance and symbolism have often been unidirec- 
tional. That is, programs amounted to various attempts to 
increase parent interactions with school. The question such 
programs tried to answer was, "How can we get the parents 
of our students more involved in our school?" The founda- 
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tions of research and the families' own narratives suggest that 
as with most relationships, healthy home-school relation- 
ships must be reciprocal and bidirectional. "Linkage" strate- 
gies try to answer the question, "How can all members of the 
school community (parents, children, teachers, administra- 
tors, and staff) improve their interactions with each other?" 

Example One: The Activity-Based Assessment 
Inventory Strategy 3 

The ecocultural niche approach to families has identified 
family routines and daily activities as an essential point of 
entry for understanding how a family interprets the raising a 
child with a disability. We know that a key strategy for 
inclusive curriculum adaptation and an instructional strat- 
egy for diverse learners is to embed individual curricular 
goals within preferred or necessary activities. However, teach- 
ers do not typically have a systematic way of knowing what 
students and their families value about learning and what 
activities they might help students accomplish to improve 
their lives. The Activity Based Assessment Inventory (ABAI) 
does this and more. 

The ABAI is essentially a strategy for helping teachers and 
families strengthen the linkage between home and school 
through mutual exploration and interpretation of contexts 
for important activities. Actually, the ABAI was first created 
to help teachers of students with severe disabilities identify 
the most necessary or interesting activities of life for their 
students. Teachers and families realize that some students 
will not acquire all the skills and abilities of their peers, 
despite good schooling experiences. Given this reality, teach- 
ers cannot depend upon the "official" curriculum as a guide 
to achieving desired schooling outcomes. Teachers must look 
instead to the activities and patterns of students' lives as 
curricular sources, and they must overlap and embed these 
real-life learning goals with the content and activities of the 
standard curriculum. 

We find that teachers are using the ABAI in more and varied 
ways to help them learn about all of their students, not just 
those with disabilities. Moreover, they are using the structure 
of the ABAI to build a foundation of understanding with 
families of their students. The ABAI can help teachers and 
administrators learn: 

• about each student's competence to participate in the 
daily activities typically appropriate for his or her age 
group and culture. 

• which of these daily activities students want to learn 
more about or perform better. 



3 Detailed descriptions and forms for the ABAI are available in a publication of Schools Projects at the University of Oregon College of Education ( Ferguson , 
Gudjonsdottir, Droege , Meyer, Lester & Ralph, 1998). For more information about these materials, write to: Schools Projects, 1235 University of Oregon, Eugene, OR 
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• which of these activity settings and daily routines 
parents and other family members perceive as most 
important and/ or valued within their family life. 

The AB AI has two main parts: the activity lists and a one-page 
ABAI summary. Space is not available to describe each part 
fully, but examples are included in Figures 3 and 4. The ABAI 
is simply a set of tools, a format for substantive linkage 
between teacher and family that is strong because it is based 
in the daily life and values of the family, community, and 
cultural tradition. 

The Activity Lists 

Families interpret and adapt to the presence of their child 
(disabled or not) through the routines and hassles presented 
by the activity settings of daily life. One of school's goals 
should be to help every student be an active, participating, 
valued member of his or her family and community. This goal 
is focused on the future in preparation of students for such 
participation. However, present levels and types participa- 
tion are just as important. For most students, the standard 
curriculum may address this area well with some creative 
enrichment, expansion, and adaptation. For a few students, 
however, the curricular focus must begin with goals for 
increased real-life participation, overlapping with official 
curriculum activities and content components that serve that 
end. The age-appropriate activity lists of the ABAI represent 
the real-life curriculum that the official curriculum seeks to 
influence. 

Taking the Inventory with Families 

Having "guided conversations" with one family or group 
, discussions with many families are ways to construct an 
inventory of valued family activities and routines and how 
children participate in them. The inventory provides infor- 
mation oh how to embed curricular goals and family prefer- 
ences within family activities. The questions raised in the 
family discussions may vary from activity to activity and 
from individual family contexts to multiple family discus- 
sions. However, the inventory process repeatedly returns to 
having families give narrative accounts in response to two 
concerns. How does sjhedo this? and Is this something you want 
to change? The information gathered helps teachers learn 
about a student's life outside the classroom with his or her 
family. Figure 3 illustrates one page of a completed interview 
and discussion guide 

The ABAI Summary 

Once an "inventory" with a family is completed, a teacher 
tries to summarize the information within a day or two. 
Figure 4 illustrates a completed summary. The summary 
helps the teacher use the information and impressions gath- 
ered from the family to guide curricular decisions. The sum- 
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mary can be returned to the family as a way to verify 
information gathered and as a family record of their prefer- 
ences and valued activity settings. 

The teacher of a general education classroom would not have 
time to complete an ABAI with the family of every student in 
class. Fortunately, several ways exist to use this, strategy 
without doing the impossible. Bringing groups of families 
together for "guided discussions" rather than individual 
interviews is not only a more efficient use of a teacher's time, 
but it also strengthens the linkages among families them- 
selves. One or two families may benefit from an individual 
"inventory." The main goal is to let families "tell their stories" 
and to gain and share insights about the meaning of their 
"ecocultural niche." 

Example Two: Early Intervention and 
Family-Centered Assessment 

This assessment continues the activity-based theme of the 
ABAI, but the items in the assessment are specifically de- 
signed for use in early childhood programs. Early childhood 
programs, particularly early intervention programs for in- 
fants and toddlers (birth through three years), have long 
supported family-centered values. Early childhood has 
adopted these values.for several reasons: the age of the child 
and his/her dependence on the family; the emergence of an 
ecological approach as the preferred model for achieving 
developmental progress and family support (Bronfenbrenner, 
1979; Bricker, 1989); and federal legislation (PL 99-457 and 
IDEA 1997) mandating parent involvement in all aspects of 
the young child's education. While most preschool programs 
serving young children with disabilities have adopted fam- 
ily-centered values, some have fallen short of a true family- 
centered approach. As Dunst (1998) points out, when early 
childhood professionals fail to allow parents an equal role in 
decision making regarding intervention goals, they become 
far more "family allied" or "family focused" than family 
centered. ■ 

Parent-completed assessments, used in the early childhood 
arena, are examples of a true family-centered approach. In 
parent-completed assessments, parents themselves conduct 
an observation and analysis of their child's current behav- 
ioral repertoire. Decisions about further evaluation, targeting 
of goals and objectives, and steps to achieve these goals and 
objectives are then made. The following section will describe 
two types of parent-completed assessments used in many 
early childhood programs. Parent-completed developmental 
screening assessments are used to identify young children in 
need of further developmental evaluations (Squires, Nickel, 
& Eisert, 1996). The results of parent-completed screenings 
are used to identify which children may need more in-depth 
evaluation and which appear to be developing without de- 
lays or problems. Activity-based family assessments, the 
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second example of parent-completed assessments, can be 
completed by families in their homes to identify goals and 
objectives for their child's educational program. These as- 
sessments are conducted when the child is enrolled in a 
special education program and the early intervention team 

- and family are developing the child's educational plan. 

Parent-Completed Developmental Screening 
Assessments 

Developmental screening assessments are used to determine 
which children may need further evaluation and services 
because of developmental delays. These screening assess- 
ments place children in two categories — those who appear 
to be developing normally without problems and those who 
may need further evaluation and possible special education 
services. General and pediatric practitioners, public health 
nurses, and early childhood teachers are among the profes- 
sionals who complete developmental screening tests. 

Asking parents, rather than professionals, to perform these 
developmental screening assessments is advantageous in 
several ways. First, parents often have information on the 
child that is unavailable to professionals, such as develop- 
mental histories, personality characteristics, social-emotional 
adjustment, and behaviors in the home environment. Be- 
cause parents often witness a larger sample of their child's 
behavior than one observes in a classroom, clinic, or assess- 
ment situation, parent information may be more accurate 
than an assessment completed by a professional. Information 
gathered from parents provides a comprehensive picture of 
a child's developmental status and often enhances the valid- 
ity and reliability of a developmental assessment, especially 
for very young children (Squires et al. # 1996). 

Second, parental completion of screening measures is cost 
effective, allowing more children to be assessed with limited 
resources. The National Easter Seals Society uses parent- 
completed tools to assess children two to three times a year 
for twenty-five dollars (National Easter Seals Society, 1990); 
the Infant Follow- Along program in southwest Minnesota 
uses parent-completed assessments two to three times a year 
for thirty-two dollars (Chan & Taylor, 1998). Professionally 
administered screening assessments would cost three to four 
times that amount. Parents know their child best and are able 
to observe and assess the child in the home environment. 
Parent-completed tests minimize costs while increasing ac- 
curacy and comfort for the child. 

Third, IDEA intends that parents be partners in the develop- 
ment and delivery of services to their children. Procedures 
that formally require parental input in the initial screening 
and assessment of their children help ensure partnership 
from the beginning. In addition, involving parents as asses- 
sors may result in increased participation by families in their 
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children's intervention program (Lichtenstein and Ireton, 
1984) and increased knowledge about child development 
(Squires & Bricker, 1991). Therefore, using parent-completed 
developmental assessments early, before a child is even 
identified as needing special education services, may en- 
hance family-centered practices by putting parents on equal 
footing with professionals in terms of expertise about the 
child and the child's developmental repertoire. 

The Ages and Stages Questionnaire (ASQ) (Bricker, Squires, 
& Mounts, 1995; Squires, Bricker, & Potter, 1997) is a series of 
screening questionnaires that can be completed by parents at 
four- and six-month intervals (Squires, 1996). Each question- 
naire has thirty items equally distributed in the areas of 
communication, fine motor, gross motor, personal-social, 
and problem solving. Parents answer "yes" if the child can do 
the item, "sometimes" if the skill is emerging and "not yet" if 
the child does not yet have the targeted skill. Parents score the 
questionnaire and compare their child's score with the em- 
pirically derived cut-off scores appearing on the last page. 
Parents and professionals then sit down together and discuss 
the child's strengths and needs, as well as steps to follow if 
further evaluation is necessary. Examples from the eight- and 
36-month ASQ appear in Figure 5. 

The ASQ are widely used in educational, social work, and 
medical settings as a method for screening and monitoring 
the development of young children (Dworkin & Glascoe, 
1997; Liptak, 1996; Squires, Nickel, & Eisert, 1996). Research 
studies on the "accuracy" of the ASQ reflect a high agreement 
between these parent-completed screening assessments and 
professionally administered tests . Over eighty-five percent of 
the time, parents and professionals agree on the developmen- 
tal status of a child (Squires, Potter, & Bricker, 1995; Squires, 
et al., 1996). In addition, low-income parents are as "accu- ( 
rate" as middle-income parents, with no significant differ- 
ence between these parents (Squires, Potter, Bricker, & 
Lamorey, in press). Other parent-completed developmental 
screening assessments include the Child Development In- 
ventory (Ireton, 1992), the Language Development Survey 
(Rescorla, 1989), and the MacArthur Inventory Short Forms 
(Center for Research in Language, 1989). 

Activity-Based Family Assessments 

The second example of family-centered assessment, the activ- 
ity-based assessment, allows parents to observe and assess 
their child in the home environment in order to identify goals 
and objectives for educational planning. Activity-based fam- 
ily assessments are commonly used in early intervention and 
in early childhood, special education programs that use the 
Assessment, Evaluation, and Programming System (AEPS), 
a curriculum-based assessment for children frombirth to five 
years of age (Bricker & Petti-Fron tczak, 1996) . Bricker and her 
colleagues suggest a seven-step sequence for laying a f ounda- 

21 . 



Strengthening the Linkages Between Schools and Families of Children with Disabilities 



Sample items from the 8-month Ages & Stages Questionnaire 



Gross Motor . . Be sure to try each activity with your child. 



YES SOMETIMES NOT YET 



1. When you put her on the floor, does your baby lean on her 
hands while sitting? (If she already sits up straight without 
leaning on her hands, check "yes" for this item." 






2. Does your baby roll from his back to his tummy, getting both 
arms out from under him? 




□ 



□ 



3. Does your baby get into a crawling position by getting up 
on her hands and knees? 




□ 



Sample items from the 36-month Ages & Stages Questionnaires 



Fine Motor 



Be sure to try each activity with your child. 



YES 



SOMETIMES NOT YET 



1. After she watches you draw a line from the top of the paper 
to the bottom with a pencil, crayon, or pen, ask your child 
to make a line like yours. Do not let your child trace your 
line. Does your child copy you by drawing a single line . 
in a vertical direction? 



Count as "Yes" 



n 



C5 






□ 



□ 



Count as "Not Yet" 



2. Does your child thread a shoelace either through a bead 
or an eyelet of a shoe? 




□ 



□ 



□ 



Figure 5. Items from the 8- and 36-month Ages & Stages Qustionnaires. 
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tion for family-centered assessment and program develop- 
ment (Bricker, 1993, Bricker & Pretti-Frontczak, 1996), as 
shown in Figure 6. 

The first step, an introductory meeting, allows professionals 
and parents to describe their educational philosophy, con- 
cerns, and interests. In addition, the family can determine the 
areas of assessment they feel are important and the roles they 
want to play. The family also determines the format for the 
assessment procedure. 

In the second step, the family completes the AEPS Family 
Interest Survey and Family Report, with which they identify 
the skills important for their child to learn. They also identify 
goals and objectives they would like to target. Items on the 
survey include feeding skills, identifying colors, learning to 
walk, and printing first name. After the parent selects general 
goals and objectives, the teacher completes the AEPS Test to 
measure skills the parent has identified as important. 

The third step in the activity-based assessment process is the 
outcome and intervention-planning meeting. When testing 
has been completed and summarized, the family and inter- 
ventionist meet to share information for writing the IFSP. 
Goals, objectives, action, and evaluation plans are written 
collaboratively by parents and professionals. As a fourth 
step, the interventionist incorporates this information into a 
formal IFSP document that is signed by all participants. 

Fifth, the educational program begins to take shape, on the 
IFSP outcomes the family has specified and in the settings 
established on the IFSP. Progress is monitored according to 
the IFSP. Sixth, ongoing evaluations are conducted as speci- 
fied in the IFSP. The AEPS Child Progress Record can be used 
to help families monitor their child's progress. Outcome 
statements and intervention activities are revised and rewrit- 
ten based on progress, changes in the family's situation, and 
other re-evaluation information. Parents participate in deliv- 
ering the educational program, and collecting monitoring 
data if they choose. Parents decide the extent to which they 
want to be involved during step three, and they modify their 
involvement as they wish throughout the process. In the final 
and seventh step, the collaborative team completes the an- 
nual program evaluation, and the child's goals, objectives, 
and progress are summarized. The parent and intervention- 
ists meet to conduct this final evaluation and to plan for the 
coming year. Parents and interventionists can complete the 
AEPS family survey (step two) at this time as well. 

Parent-completed developmental screening assessments and 
activity-based family assessments provide two examples 
from the early childhood arena that are based on strong links 
between family and school and other community agencies. 
These two family-based assessments allow parents to use 
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their expertise as the individuals who know the child best and 
can help determine the best educational course. Professionals 
and parents are successful in forming an equal working 
partnership that benefits all involved. . .. 

Part IV: Issues and Challenges 

We began this paper with stories about Eric to capture the 
significant progress made over the last few decades in sup- 
port for and collaboration with families who have children 
with disabilities. Of course, significant challenges remain. 
We conclude this review by mentioning several areas that 
need continued attention by both family researchers and 
educators. 

A Need for Family Narratives 

The turn toward contextual adaptation in family research 
and the model of ecocultural niches brings. to light the need 
for family researchers to pay attention to the first-person 
narrative accounts that families offer. There is a greater need 
than ever to understand how the accounts that families 
provide match the conceptual developments in research. 
That is, most research in this area understandably uses re- 
search constructs and measures specifically designed to fit 
the structure and categories of the model being tested. How- 
ever, a parallel need exists to collect less-structured versions 
of family life to explore how well the model of ecocultural 
niches fits when families generate the terms and categories of 
their own narratives. Despite the growth over the last decade 
of qualitative techniques such as semi-structured interview- 
ing in family research, a need persists for more extended 
narrative accounts from parents and other family members 
that capture the full range of details of daily life and family 
history. 

Researchers who rely on more interpretive methods have 
been content to collect and analyze the stories that pack all of 
that history and culture into a shared family narrative (Engel, 
1993). The elaboration of the stress and adaptation models 
and the family life-span orientation have allowed researchers 
to rediscover the rich body of information available in the 
stories that families have always been willing to tell about 
their experience. These stories are useful as more than simple 
accounts of the recent (or not-so-recent) past. As anthropolo- 
gists have always known, the stories and myths that we adopt 
to explain our origins as part of a family or a culture always 
tell as much about our current situation as our past. What we 
choose to remember, and the stories with which we frame 
those memories, always help to "clarify the circumstances at 
the time the story is retold" (Engel, 1993, p. 797). In telling us 
about their lives "then," families are telling us equally as 
much about their lives "now." 
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Cross-cultural Competence and 
Family Diversity 

As we noted in Part I, until recently most research on families 
of children with disabilities tended to gloss over the situ- 
ational complexities and cultural variables that surround all 
families. Much research and practice made rather global 
claims about the inevitable — and always negative — re- 
sponses of families to having a child with a disability. One 
result of this emphasis has been to neglect until recently 
families of non-European racial and cultural backgrounds. 

Freed from the nuisance of contextual variation, research for 
decades got by with little more than rhetorical acknowledg- 
ments that maybe, somewhere down the research road, con- 
clusions about disability and families should be based on 
subjects in addition to white middle-class mothers. Obvi- 
ously, we need to move faster and farther down that road. 
Regardless of where one comes down on the continuum of 
cultural relativism, the immense variety of beliefs and prac- 
tices reflects the equally broad variety of ways that specific 
families interpret specific disabilities. 

Both family and disability are cultural constructs, which 
doesn't mean they are simple social conventions like being 
polite or like the "Big Ten" athletic conference. This does 
imply that neither family nor disability can be considered for 
long in the abstract. Rather, what the anthropologist Clifford 
Geertz (1973) refers to as "thick description": that will put 
substance to the terms. The problems we have in agreeing on 
universal definitions of either family or disability stem from 
this cultural specificity and descriptive detail. The field of 
disability studies is increasingly trying to assume the chal- 
lenge of providing this narrative richness and explore the 
cultures of disability and family (Goode, 1994; Ingstad & 
Whyte, 1995; Mallory, Nichols, Charlton, & Marfo, 1993). 
Important studies of the double-minority status of being 
non white and disabled in America are now appearing (Baxter, 
Poonia, Ward & Nadirshaw, 1990; Blacher, 1996; Kalyanur & 
Rao, 1991; Madiros, 1989; O'Connor, 1993). A great need 
remains, however, for multicultural studies that explore the 
diversity of experiences of disability. 

Inclusive Education and Family-School 
Linkages 

Research on how to restructure schools, classrooms, and 
instructional practices to meet the needs of inclusive educa- 
tion for all students has progressed faster than research on 
how to extend inclusion to families whose students are in the 
general education setting. Ironically, collaborative activities 
often led to strong connections between home and school 
when education took place in a self-contained setting with ten 
to fifteen students, a teacher, and teacher aides. These activi- 
ties are simply no longer possible in general education set- 
tings. At the same time, a separate but energetic literature of 



research and practice exists about home-school involvement 
for families in general education. The work of researchers like 
James Comer (Comer, Haynes, Joyner, & Ben-Avie, 1996), 
Joyce Epstein (Epstein, 1989), and others from general educa- 
tion needs to be united with research on families of children 
with disabilities. Including children with disabilities in the 
general school community must involve rigorous efforts to 
include the families of those children as well. 
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